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    Abstract   

Purpose 

Psychosocial need implies a desire or requirement for support that underlies a person’s psychological, social 

and emotional wellbeing.  This is not a new concept in the wider cancer literature, yet remains a relatively 

unexplored area in relation to haematological malignancies.  The well recognized differences between 

haematological and other types of cancer diagnosis warrant further investigation to try and highlight the 

potential differences in the needs of this patient group.   

Method 

A systematic review of key online databases and psycho-oncology journals was conducted to identify papers 

that formally assessed unmet psychosocial needs in adults with a diagnosis of haematological cancer. The 

breadth of methodologies of included studies made a meta-analytical approach unfeasible, therefore studies 

were analyzed using a narrative synthesis approach. 

Results 

18 studies were found to be relevant and a specific focus was placed on those papers that looked solely at 

participants with a haematological diagnosis.  The key areas of need identified were: psychological need, 

notably fear of recurrence; information needs; and needs relating to both family and healthcare 

professionals.  Fear of recurrence was the most commonly identified psychosocial need within this literature.   

Conclusions 

The clinical implications of these findings highlight the need for more widespread access to psychological 

support for haematology patients and for more to be done to tackle patients’ fears and concerns throughout 

the course of their illness. Assessment and identification of unmet needs is an important step enabling the 

development of clinical services that support and maintain psychological wellbeing through treatment and 

into survivorship.   
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Introduction 

Patient-centred care is the gold standard for provision of healthcare in the UK [1].  Accordingly, care should 

no longer focus solely on delivery of medical treatment but also look to encompass the person’s 

psychological and social needs in order to fully support that person’s emotional and psychological 

wellbeing throughout their illness.  The International Psychooncology Society (IPOS) recently published 

its Standard of Quality Cancer Care [2], a new quality standard to support the development and 

implementation of new clinical practice guidelines.   In the UK, several cancer societies and charities have 

pledged to support the implementation of the new Standard of Quality Cancer Care that aims to integrate 

psychosocial support into routine cancer care, marking distress as the sixth vital sign after temperature, 

blood pressure, pulse, respiration and pain.   

Psychosocial needs relate to a desire or requirement for help or support that underlies a person’s 

emotional and psychological wellbeing [3, 4]. Unmet psychosocial needs are diverse and far reaching, 

having the potential to impact upon all areas of a person’s life.  Common examples include maintaining a 

sense of identity, body image, spirituality, relationships, social support mechanisms or the more practical 

issues related to a person’s illness [5-7].   We know that needs of this nature are often underreported to 

clinicians [8] and therefore have the potential to be left unacknowledged.  Levels of unmet psychosocial 

needs vary between individuals and are affected by a range of factors including sociodemographics 

variables.   Younger, female, or unmarried patients; those with lower income, financial difficulties or who 

live in rural areas; and those with a previous or current history of psychiatric problems are all at risk of 

increased levels of need following cancer diagnosis [9, 10]. Clinically, those requiring more intensive 

treatment and those diagnosed at a more advanced stage are also known to report greater need, with 

further variance observed across time from diagnosis to follow-up care [11].    

The potential relevance of unmet psychosocial need becomes clear when we consider the impact that a 

negative psychological response to illness can have upon prognosis.   The presence of anxiety, depression 

and a poor quality of life in cancer patients have all been found to negatively impact upon a variety of 

treatment outcomes such as adherence to treatment, motivation, ability to cope with the diagnosis and on 

prognosis [12], but the precise relationship between psychosocial needs and psychological morbidity in 

haematology is a topic that warrants further investigation.   

The majority of published studies exploring unmet psychosocial needs in cancer patients recruit mixed 

cancer samples, with fewer focussing specifically on the needs of a single diagnostic group.  While this may 

make the results more generalisable, needs that are specific to a particular diagnoses are difficult to 

distinguish, and the variation between methods also makes comparison between studies difficult [13].   In 

addition, mixed diagnosis studies typically over-recruit specific cancers, such as breast cancer, and under-

recruit from others, haematological malignancies included. Where the existing literature serves an 

important function in highlighting the range of needs that are commonly found across different diagnoses, 
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more focussed studies of the in-depth needs of specific patients groups is essential for individualised and 

holistic care.   

The pathological differences inherent in haematological malignancies lead to particular psychosocial 

challenges.  Both the manner and setting in which patients with haematological cancers are treated can 

differ from patients diagnosed with solid tumours [14].  Treatment is comparatively intensive and carries 

a high burden of illness that can impact upon a person’s social, vocational and family functioning [15].    

Despite being common cancers in the UK, there is substantially less psychosocial research into 

haematological cancers than solid tumours, possibly due to reduced public awareness and the 

comparatively short survival times of patients [16].   

Psychosocial need is not a novel concept and, in general cancer samples, has received a fair amount of 

attention within the literature.  Where understanding is not yet clear, is how well the psychosocial needs 

of haematology patients align with those of patients with solid tumours.  In many cases, healthcare 

professionals who work with cancer patients will already be aware of the need for support as 

demonstrated by research in this area, however, a sound evidence base is required in order to highlight 

the on-going need [17] for psychosocial support services and to illustrate which needs above others 

require the greatest attention from clinicians. Consultations between patients and clinicians are typically 

short with an extra minute cited as being given for patients with psychosocial issues [18].  Clinical nurse 

specialists often fill the gap in terms of addressing patients’ psychosocial concerns yet time pressures, the 

need to prioritise physical care and inequalities in access to this support nationwide [19] can mean that 

patient concerns in this area remain unaddressed. Having a clear understanding of the specific issues that 

are of greatest importance to their patient group will aid the identification of the most pertinent concerns 

within the limited time available.   

Review Objectives 

• To synthesise information about the type and prevalence of unmet psychosocial needs in 

haematological cancer; 

• To highlight specific gaps within the current literature on unmet psychosocial need in 

haematological cancer; 

• To create a clear understanding of the current evidence base relating to unmet need in haematology, 

upon which future research can build. 

• Where possible, to make recommendations for clinical and service level developments to better 

meet the needs of this patient group 

Methodology 

Eligibility Criteria 

For the purposes of this review, an unmet psychosocial need is defined as the desire or requirement for 

help or support that, where not provided, may negatively impact upon a person’s emotional and 

psychological wellbeing [3, 4].  Included papers were required to state that they were measuring need, 
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rather than simply patient concern, as concern does not necessarily equate to a desire for assistance to 

meet that need.  Studies measuring quality of life or other psychological constructs such as depression only 

were also not deemed eligible for inclusion as they were deemed separate concepts to need.   

For inclusion, papers had to assess unmet psychosocial needs in an adult sample (over 18 years of age) 

that was, at least in part, comprised of patients with a diagnosis of haematological cancer.  There were no 

restrictions on the point at which needs were assessed or the time point at which needs were reported.   

All studies had to have been conducted within an appropriate healthcare or community setting: studies 

conducted within inpatient psychiatric or forensic institutions were not eligible for inclusion due to the 

potential bias to the cause of need.   In addition, reporting of need had to be via self-report and not by a 

family member or healthcare professional. 

Only published work was included in this review.  This strategy was employed in order to reflect the 

information that would have been freely available to clinicians, healthcare professionals and researchers 

working in oncology.   

There were no time restrictions placed upon date of publication. 

Search Methods  

The following databases of published literature were searched: CINAHL, MEDLINE, PsychINFO, Web of 

Knowledge, COCHRANE and DARE.  All databases were searched using the same search string and searches 

were completed in January 2012.   Additionally, the archives of key psychooncology journals (Psycho-

Oncology, British Journal of Cancer and Journal of Psychosocial Oncology) were hand searched for any 

relevant papers. Reference lists of all articles accepted for inclusion within the review were searched for 

any additional relevant articles that had not come up within the original search.  

Data Collection and Analysis 

Of 14, 549 titles identified by the searches, 18 were included in this review (see Fig.1).  The inclusion 

process comprised  four stages: the initial search results were de-duplicated and titles were visually 

screened for relevance; abstracts of remaining papers were compared to the inclusion criteria and those 

falling outside of their remit excluded; next, papers with suitable abstracts were read in full by both the 

reviewer and a second, independent reviewer to determine which were eligible for inclusion; finally, the 

reference lists of all included papers were screened for any further eligible studies that had not been found 

within the initial searches. 

For each paper, the following data was extracted: 

• Basic study information: author, date, journal, identification number assigned. 

• Sample description: recruitment, size, inclusion and exclusion criteria. 

• Study design: timings, settings, interventions used. 

• Outcome measures and statistical approaches used. 

• Critical evaluation of the work:  including limitations and implications for future research or clinical 

practice.  
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At the same time as data extraction was undertaken, each paper was assessed by one reviewer against a 

previously published quality checklist (Kmet et al., 2004) (see Box 1.).  For each item in the checklist, a 

response and relating score was determined: yes (2), partial (1) or no (0).  Provided that a study met all of 

the inclusion criteria then a poor quality score did not mean that the study was discounted, however 

knowledge of methodological limitations is important for understanding the implications and importance 

of each study in the synthesis. 

Data was analysed using a narrative synthesis approach as variations in methodologies, samples and the 

lack of randomised controlled trials contained within the included papers prohibited the use of meta-

analysis.  

Results 

Characteristics of Included Studies 

18 papers reporting the results of 17 separate studies were included within the review. For the purposes 

of this synthesis, studies were organised first according to their sample: either mixed cancer (that included 

haematology) sample or haematology only.  Within these diagnostic groupings, papers were organised 

according to the time point at which need was assessed: diagnosis, treatment, end of treatment, follow-up 

care or mixed allowing for an in-depth view of need at the key stages of the cancer experience.   

Results of studies assessing unmet psychosocial need in mixed cancer samples 

Diagnosis 

Two studies were identified that assessed unmet need at diagnosis in mixed cancer samples [20, 21]. Boyes 

et al [20] compared patients whose completed measures were passed onto their clinician with a control 

group of patients whose measure was not seen by their clinician [20].  Unmet psychological needs were 

high in both groups (0.24 and 0.26 of participants respectively) but the type of psychological needs 

identified was not identified.  A further study by Hawkins and colleagues assessed for unmet information 

needs only rather than general psychosocial needs [21] and therefore this study identified information 

needs only within its sample.  Specifically, a desire for information about whether treatment will work 

(63.1%), the ability to have children (62.5%) and paying for care (59.2%) were the three most highly rated 

informational needs.  As these two studies are so different in terms of the type of need that they assessed 

for, it is difficult to draw out any trends regarding needs relating to patients at this stage of illness.  Both 

studies scored well on the quality assessment, indicating the findings to be reliable. 

Treatment 

Five studies assessed unmet psychosocial needs during active treatment [22-27].  Within this category, 

concerns about the worries of those close to patients was raised twice [22, 23], by 26% and 50% of 

respective samples; a third study highlighted family-oriented needs as the area associated with the highest 

levels of unmet need at both whole-sample and lymphoma sub-sample level of analysis [24].  Fear of 

recurrence was highlighted as an unmet need by three of the included studies [22, 23, 26].  Most of these 

papers did not separate participant responses according to diagnosis bar the study conducted by Liang 
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[24].  This study found that patients with lymphoma reported higher levels of need in the areas of ‘sex’ and 

‘work’ than other participants and reported the lowest levels of needs in relation to ‘stress’.  Results from 

a mixed samples undergoing treatment also highlighted the need for patients to fully understand their 

diagnosis and the possible side effects of treatment [25].  

End of Treatment 

Only one study was identified at this time-point [28].  The needs assessment tool used within the study 

was one developed specifically for use within the study and so is not necessarily straightforwardly 

compared with other research.  Fatigue (78%) and anxiety (77%) were the highest rated areas of need 

within the sample.   

Mixed Time-points 

Six studies assessed need in participants who were at different timepoints in their experiences of cancer 

[6, 29-34].  Four of these six studies used the Patient Needs Inventory (PNI) to assess need in their samples 

[6, 30, 31, 33, 34].  In these, needs relating to healthcare professionals were ranked highly, with 94% and 

88.8% of patients identifying confidence in healthcare professionals as being important to them [31, 33].  

Of the two papers that used measures other than the PNI, one used the Supportive  

Care Needs Survey (SCNS-SF34)[29] and the other the Patient Information Need Questionnaire (PINQ) 

[32].  The study that used the SCNS-SF34 highlighted lack of energy/tiredness, not being able to do the 

things you used to, and fears about the cancer spreading as the most commonly reported.  Mesters et al 

[32] used a tool that assessed information needs only and reported that those relating to information about 

treatment and disease were most common, reflecting the findings from the study by Jenkins [35].  It is of 

note that psychological needs were raised in the McDowell study only [29], however this does not 

necessarily indicate the lack of needs in this area in the remaining studies, rather that the measures 

selected were not designed to adequately highlight these needs.  

Results of studies assessing unmet psychosocial needs in haematology only samples 

Treatment 

Only one study was identified that assessed need during treatment in a haematology specific sample [36].   

This study used the CaSUN to assess need in patients being treated for myeloma and found that the most 

commonly reported needs were either practical or psychological, with fear of recurrence being highlighted 

(7.9%) as a prominent unmet need.  This reflects findings reported in research using mixed samples.   Other 

needs identified within this study were more accessible hospital parking (10.6%), help with life or travel 

insurance (10.4%), an ongoing case manager (7.4%) and help to reduce stress (6.6%).   

End of Treatment 

The one paper identified at this time-point [37] was unique in recruiting patients with any haematological 

diagnosis rather than restricting to specific categories of haematological diagnoses.  The most frequently 

reported unmet need was help to manage concerns about the cancer coming back (42%), followed by the 
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need for an on-going case manager (33%) and the need to know that doctors talk to each other to 

coordinate my care (31%).  

Follow-up Care 

There was just one paper that was found to assess need in participants during the follow-up phase [38].  

This study looked specifically for the presence of unmet information needs relating to fertility and sexual 

functioning and found that in young people, 61% expressed the need for more information about fertility 

issues.    
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Discussion  

General trends in type and prevalence of unmet needs 

Across both the mixed and haematology only samples, fear of recurrence emerged as an unmet need.  

Unmet information needs were also raised within both samples, however the area in which information 

was felt to be required differed between studies.  The two longitudinal studies included in this review 

indicated that the level of unmet needs present decreased over time [20, 22], however in a sub-group of 

patients, the presence of unmet needs persists well beyond the initial diagnosis phase.  It is especially 

pertinent to note that reported needs varied somewhat based on the type of needs assessment tool used. 

Six studies used either the SCNS [20, 22, 23, 29]or the CaSUN [36, 37] as assessment tools: these measures 

are used repeatedly in psychosocial need research [13].   In all six of these studies, unmet psychological 

needs (in particular fear of recurrence) emerged distinctly as the most endorsed category of unmet need.  

Given that these tools are so endorsed, the evidence provided for the prevalence of unmet psychosocial 

need seems irrefutable.   Both of the studies to use the CaSUN also scored highly in the quality assessment, 

at 95.4% and 100%, further indicating the reliability of these findings. 

Four studies used the PNI to assess unmet need; this measure does not have a sub-section for psychological 

need which may have decreased the number of times that this was identified; those studies that did assess 

for this type of need report that patients consistently rate it highly.  Within those studies that assessed 

need using the PNI, unmet needs relating to health professionals were scored most highly with levels as 

high as 94% [6, 30, 31, 33, 34].   Information needs were also common [21, 25, 32, 33], however, this may 

be due to the type of need that some studies assessed for.  

In comparison with a previously published review on unmet supportive care needs across all cancer 

diagnoses [13], this review has highlighted some important differences.  The Harrison review found the 

most commonly identified unmet need to be in the domain of activities of daily living, a clear difference 

from the prominence of fear of recurrence, a psychological need, found in this review.  It is possible that 

this difference results from this review focusing specifically on patients with a haematological diagnosis 

and that psychological needs are of greater importance to this patient group.  This assumption is supported 

by the fact that all studies conducted with a haematological sample that assessed for fear of recurrence, 

found it to be rated as important to their sample.  In addition, a recent report by the Department of Health 

(2012) [39]found that, in comparison to patients with breast, prostate or colorectal cancers, patients with 

a haematological malignancy indicated the higher levels of difficulty associated with both anxiety and with 

planning for the future.  This further supported the supposition that patients with haematological cancer 

have greater levels of need in the psychological domain.   

Secondary to fear of recurrence, needs relating to information were also identified in five studies, however, 

the specific type of informational need did vary between studies due to the differences in the ways in which 

items on assessment tools were phrased.   The data would seem to indicate that fertility issues are 

important to this patient group, albeit there was limited data on this topic.  In women with breast cancer, 
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more information regarding fertility and menopause have been found to be desired [40] with younger 

women generally being more likely to report needs of this type [41], as was the case in this review. 

Information-related psychosocial needs have received a noteworthy amount of research interest within 

the wider cancer population [42, 43].  Previous systematic reviews in the area, all with general cancer 

samples, have found that the most commonly reported information needs were related to treatment [44], 

although, like in this review, it was the case that the majority of papers included in the review focussed 

specifically on information needs at diagnosis and treatment, influencing the type of needs identified.  The 

most common source of information was from healthcare professionals, giving depth to the identified need 

within this review to have confidence in healthcare professionals alongside the need for information.  It 

has been argued that information provision for cancer patients needs to be responsive to patient need and 

preference and that relevant information can impact upon a patient’s broader experiences of their illness 

[45].   

How do needs differ in the haematology sample? 

This review highlights the lack of research centred on identifying need in haematological cancer patients.   

Despite similarities between the haematology and general cancer groups, there were also differences 

found in the type of need identified at each of the time-points examined. At diagnosis, the mixed sample 

highlighted unmet needs that were psychological, however, the lack of haematology only studies at this 

timepoint meant that it was not possible to form any direct comparisons.  At the treatment time-point, 

practical needs, fear of recurrence and psychological needs were clearly highlighted as a concern for the 

haematology samples at this time-point but not the mixed sample. Additionally, ‘concerns about those 

close to you’ was repeatedly expressed in the mixed sample studies but were not highlighted in the 

haematology only study, despite the assessment tool used asking about this issue.  At the end of treatment, 

the primary reported unmet need in the haematology only paper was fear of recurrence; in the mixed 

sample paper however, fatigue and anxiety were also raised.  While there was only one paper at this time-

point for both samples, it does give an indication that psychological needs are important here. 

The data also indicates that fertility issues are important to haematology patients, as raised in the studies 

by Hawkins and colleagues [21] and Hammond and colleagues [38].  There were differences in the exact 

need identified - being able to have children [21] and the need for more information about fertility issues 

[38], - although the overarching theme of fertility is shared.  The differences in the precise need identified 

could be attributed however, to the way in which the two studies phrased their questions.  As the studies 

were conducted in differing clinical groups, there is the potential for differences to emerge as a result of 

clinical variable rather than being caused by differences in the information provided to these samples.  

Given the nature of the samples being assessed, the presence of fertility related needs may seem 

unsurprising. The Hammond study [38] highlighted that younger people are more likely to express concern 

that is the group of people most likely to have not yet had children.  Regardless, it is still important that 
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such needs are highlighted and recognised within the literature so as to create a solid evidence base from 

which services can draw and to ensure that such needs are known by all within the field.  

None of the haematology specific studies were longitudinal in design, making it difficult to draw 

comparisons with findings from the mixed sample studies with regard to decreasing level of unmet need 

over time. Previous work [13] has found that levels of unmet needs were highest during treatment, lending 

support to the finding from this review that needs decrease as time passes, however, the same review 

noted that a greater number of individuals were likely to express unmet needs posttreatment than any 

other time.  It is possible, therefore, that people generally have fewer overall needs as time since diagnosis 

passes but that there are other periods where patients are likely to need support, the period after the 

completion of treatment where patients transition towards survivorship self-management being likely.   It 

is also important to note that a decrease in the number of needs does not necessarily correlate with a 

decrease in the saliency of the remaining needs.  A single need in the follow-up care phase may be more 

likely to cause distress and impact upon quality of life than multiple unmet needs during treatment; the 

saliency of the need is a key issue here, but one that is less easy to predict [46].  In both studies included 

within this review that assess need at the end of treatment [28, 37], psychological needs were noted 

suggesting the presence of longer-term emotional needs.    

 

Limitations 

Psychological needs emerged as a key unmet need in the mixed cancer samples, however, due to the 

assessment tools used, it is not possible to determine from this which aspect of psychological wellbeing 

participants felt was not adequately being met.  The study conducted by Liang et al  

[24] Assessed for psychological need as a single type of unmet need and Boyes et al [20] reported their 

results as ‘needs within the psychological domain’ but did not specify further as to what those needs were.  

We therefore recognise the relevance of this category to those with a diagnosis of haematological cancer 

but it is not clear when needs are classified in this way what exactly it is that participants were meaning 

when they identified psychological needs as being important to them, limiting the clinical utility of the 

finding.   

There were variations in the type of unmet needs identified, which may be attributed to differences 

between the ways in which unmet needs were assessed.  Of the 18 papers included within the review, there 

were 11 different needs assessment tools used.  Different tools mean differences in the ways in which 

needs are classified which will impact upon the types of needs identified.  Even where needs appear to fall 

within the same category, differences in the way that needs are categorised limit the generalisability of the 

results.   For example, both psychological needs and fear of recurrence were highlighted within the results.  

Within the literature, fear of recurrence is classed as a psychological need but when a paper uses an 

assessment tool that simply asks participants whether or not they have any psychological needs, it is 

unclear how participants define this.  Additionally, some papers chose to focus their investigations upon a 
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specific aspect of psychosocial need, for example information needs, meaning that this was the only 

category of need identified within that paper.  This has meant that some areas of need were being 

commonly identified within this review but it is not known whether they would have the same prominence 

had all studies assessed needs in a more consistent manner.   

A weakness of the evidence to come out of this review is that, although the review focuses on needs in 

haematological cancer, only three studies were found that looked solely at this patient group.  There were 

no studies identified in either sample group that looked at needs in the follow-up care phase, meaning that 

there is no research evidence looking at long term unmet needs in patients with haematological cancer; 

with the growing importance of cancer survivorship, this gap in the literature needs to be addressed[3].  

There are some similarities when studies are grouped according to diagnosis and time-point, however, no 

single group contains more than six studies.  These relatively small sample sizes mean that generalizability 

of the results drawn from these groups is limited.   

Overall, the quality scores of the included research were high, with an average quality score of 83.4% 

lending credence to our findings with three studies receiving full marks of 100%.  The lowest score 

awarded was 54.5% [23].  This study was one of six that assessed need during the treatment phase in 

mixed cancer samples where three studies achieved a quality score of over 90% which goes some way to 

balance this lower quality score and limiting the impact that a lower score may have upon our findings.  

Generally across our sample, weaknesses were found in sample sizes and in response rates rather than in 

the innate design of the research.  

The diversity within the group of disorders categorised as haematological cancers must also be recognised.  

As a first review of unmet need within haematological cancer, we have simply tried to assess the existing 

literature to provide a baseline for further research on unmet need within this patient group.  It is highly 

likely that type of need will differ according to diagnosis given the innate differences between them and 

this is an important differentiation for future research to make.   

Implications for future research and practice 

The aim of this systematic review was to gather together existing literature relating to unmet psychosocial 

needs in those with haematological cancer.  The hope was that this would enable a clearer understanding 

of the type of need that is most relevant to this patient group.  Isolating key areas of need is the critical first 

step in the creation of effective support services.  This review has indicated that psychological needs are 

currently unmet for a significant proportion of this patient group.  Healthcare professionals working with 

this patient group should be aware of the type of psychosocial need most commonly experienced by their 

patients; this review suggests that fear of recurrence, the desire for information and positive relationships 

with those involved in their care are all of importance and should be kept in mind.  Moving forward, more 

efficient targeting and provision of services that meet these needs should be viewed as a key aim for 

healthcare services in the future.   Future research would benefit from both more work looking at 

haematological patients only and at their specific needs and from more studies that evaluate type and 
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prevalence of need over time since diagnosis. Additionally, this study has highlighted weaknesses in the 

existing needs assessment tools in current use.  The SCNS provides a wide ranging assessment of need and 

appears to target key areas of need, however, based upon the limited evidence relating to needs in 

haematology, more investigation is needed to determine the most appropriate method of assessment for 

this patient group. 
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